A 92-year-old woman with dementia was admitted to the geriatric department of a large hospital in Israel for treatment of gangrene in the right leg. The patient's general physical condition was poor. She was suffering from respiratory failure and had intense leg pain due to gangrene that was only partially relieved by treatment with narcotics. Her conscious state was often hazy. She refused to eat or drink and was receiving supplemental liquid infusions.
Prior to admission, the patient lived with her daughter, who took care of her with extreme devotion. The daughter did not agree to the amputation of her mother's leg, as she believed her mother would recover, that the gangrene would disappear, and that she would eventually return home. The daughter requested active interventions including mechanical ventilation. When the patient's condition deteriorated and hypoxemia and hypercapnia set in, she was transferred for further treatment to the internal medicine department as demanded by the daughter. Thus, despite obvious impending death, artificial respiration was applied. The patient died with a tube in her trachea, tied hands, and long-lasting suffering.
Discussion
More than four million persons in the United States have Alzheimer's disease or other dementias. 1 Dementia is now the third leading cause of death, affecting 7.1 percent of the population. 2 From experience, the treatment of end-stage dementia is much more difficult than treatment of endstage heart disease, lung disease, or cancer. The difficulty lies in weighing complex medical, cognitive, emotional, ethical, and social considerations.
The Mini-Suffering State Examination (MSSE) 3 was recently developed to evaluate suffering in people with end-stage dementia. Results of MSSE evaluation are disturbing. In one study, despite intensive efforts of medical staff, the level of suffering in dying dementia patients was shown to increase until the last day of life. 4 Treatment of this population is often lengthy, wearing out medical staff as well as families.
Sometimes the family of a dying dementia patient who is hospitalized conducts a fierce struggle with the medical and nursing staff. Such patients are often suffering from untreatable or irreversible disease, advanced cognitive decline, serious eating disturbances, and bedsores. Family members may demand maximal treatment, including transfer to intensive care, in the hope of keeping their loved one alive. Often, the patient's condition is unstable and becomes more complicated and serious with each passing day. The likelihood of reversing or even improving the situation is faint despite nonstop medical intervention. Yet, every attempt to convey the irreversibility of the patient's condition to the family only results in additional demands for treatment. We have defined this phenomenon as overprotection of the elderly dying dementia patient.
Why do most family members of end-stage dementia patients accept the deteriorating condition of their loved ones while others cannot? Those in the latter group may insist on intervention even when it results in a great deal of additional suffering for the patient. Sometimes the medical staff is forced to agree to tests and unnecessary and painful treatments despite the fact that it will not and cannot reverse the dying process. Such family members may also refuse the patient narcotic, analgesic, and calming drugs in an attempt to deny that they are in pain or distress, despite the fact that the aim of palliative care is to relieve suffering and improve quality of life. 5 Exaggerated devotion and parental protection may not always be an act of altruism. Those who are tied deeply to their parents may not be concerned solely for their well-being. Their worry may in fact be for themselves. The parents' presence provides a sense of security and everlastingness to life. The passing of a parent results in the realization that the child is now at the head of the line to move to the next world. This feeling is frightening for many people. They hold onto old and sick parents and try at any price to pull them back from the abyss.
Medical interventions in end-stage dementia patients should focus on reducing suffering. There is no point in investing in treatments that cannot improve the condition of cognitively impaired patients at the end of life. In fact, unnecessary treatment is likely to result in even more suffering. Coping with family members who exhibit the syndrome of overprotection is a challenge for which there is no clear course of action. This phenomenon is a serious cause of unnecessary suffering in dying dementia patients and also in family members themselves. Defining and understanding the overprotection phenomenon may help us to effectively intervene when it threatens to bring additional suffering to dying dementia patients as well as their families.
